###### Strengths and limitations of this study

-   In-depth qualitative interviews generated rich and meaningful data providing rich insights into partner dyadic experiences of axial spondyloarthritis (axSpA).

-   The first study to recruit both individuals with axSpA and their partners, enabling exploration of both similarities and differences between perceptions regarding living with axSpA.

-   As participants were recruited from the social media pages of a single UK-based axSpA charity, results represent accounts from participants who sought support from this organisation, suggesting potentially different accounts from participants who had not sought contact with the condition specific charity.

-   Recruitment of dyads required a level of communication between partners to discuss participation, with the possibility of couples with poorer relationships being less likely to participate in the study.

-   As dyads comprised only White British heterosexual couples, participants' experiences may not represent those of other types of couples

Introduction {#s1}
============

Axial spondyloarthritis (axSpA) is a group of rheumatic conditions primarily affecting the spine and sacroiliac joints[@R1] with chronic pain being the leading symptom.[@R3] The long-term condition predominantly affects males with symptoms typically developing prior to the age of 30.[@R4] Major daily living challenges associated with the condition include reduced functional ability, fatigue and depression.[@R5]

Reducing the progression of functional disability in individuals with axSpA is an important clinical and research focus. Studies have suggested that social support can play an important role, noting that social support has been shown to lessen the rate of functional disability progression over the course of 5 years in individuals with axSpA.[@R8] Specific to partner relationships, the rheumatoid arthritis (RA) literature has highlighted the importance of examining partner relationships with regard to influencing health outcomes which, to the best of our knowledge, is currently non-existent within the axSpA literature. Due to similarities between RA and axSpA, with both being inflammatory rheumatic conditions associated with increased pain and related disability,[@R9] the RA literature is considered here as a helpful context in which to consider the importance of partner relationships in axSpA. One Canadian quantitative study identified that greater satisfaction with spousal responses was associated with reduced feelings of helplessness in individuals with RA.[@R11] Nonetheless, partner support is not always protective, with studies highlighting associations between inaccurate estimations of their partner's pain or fatigue and increased levels of anxiety and depression in individuals with RA.[@R12] To explore partner issues further, the concept of dyadic coping has been identified, referring to the numerous ways that couples may communicate during the management of illness-related stressors.[@R13] Specifically, the cognitive transactional model of dyadic coping with a long-term health condition highlights how a couple may assign illness ownership as 'my', 'your' or 'our' problem before appraising how to manage the condition.[@R14] Dyadic coping can be positive or negative in nature, acknowledging either collaboration or withdrawal between partners.[@R14] If the coping strategy is perceived as effective this can increase dyadic efficacy, a sense of confidence with working together, and influence relationship outcomes.[@R14] Reflective of this increased focus on partners, an evidence base is growing, demonstrating the increased effectiveness of couple-focused behaviour change interventions compared with usual care and individual interventions for individuals with long-term conditions.[@R17]

Qualitative studies have also begun to examine the social context of axSpA. Individuals with axSpA report restrictions in their ability to engage in physical and social activities[@R18] and experience sexual problems.[@R20] To contrast these negative outcomes, a qualitative study has demonstrated strengthened partner relationships.[@R23] Yet, a study using a questionnaire to examine social roles has shown that while individuals with axSpA place greater importance on partner relationships compared with a control group, their satisfaction with the ability to participate in this role is lower.[@R24] Studies examining partner relationships within axSpA have typically only included the views of the individual with axSpA, excluding partner experiences. One exception included a quantitative study using psychometrically robust measures of psychological well-being, physical well-being and depression, to find that spouses reported significantly reduced social functioning and general health perceptions, and increased levels of depression, respectively, compared with spouses of healthy individuals.[@R25] However, due to the restrictions associated with self-report questionnaires, this study was unable to provide an in-depth exploration into how and why partners of individuals with axSpA report a reduced quality of life. Considering the potential challenges of having a partner with axSpA, it is problematic that the literature has typically focused on studying the individual with axSpA in isolation.[@R18]

Consequently, using an idiographic exploratory qualitative approach,[@R26] this study aims to explore how and why axSpA impacts on partner relationships according to individuals with axSpA and their partners.

Methods {#s2}
=======

Sample and recruitment {#s2a}
----------------------

Sampling was purposive to recruit dyads comprising individuals diagnosed with axSpA (n=9) and their partners (n=9). It was anticipated that between 5 and 10 dyads would be recruited based on previous related qualitative research studies,[@R27] and the scope of the study which was conducted as part of a 4-month Masters placement. A total of 18 participants (nine partner dyads) were recruited via study invitations placed by a UK-based axSpA-specific charity on their social media pages (Facebook and Twitter). Interested participants contacted the researcher to receive an information sheet, prior to providing fully informed written consent. Eligibility criteria required individuals to be aged at least 18 years, speak English fluently and report no cognitive impairments. Thirty-one individuals requested information about the study, with 22 individuals subsequently not participating. Reasons for non-participation included having a partner who did not wish to take part and feeling unwell.

Patient and public involvement {#s2b}
------------------------------

The development of the research question was informed by earlier work conducted with patients with axSpA. Participants were not involved in the design, recruitment or conduct of the study. Participants will be informed via email about the publication of results.

Data collection {#s2c}
---------------

Data were collected via in-depth, individual semistructured telephone interviews by KR (female Masters level psychology student), until data saturation was reached as defined by no new information being attained at data collection.[@R30] Telephone interviews have been shown to be optimal choices for collecting rich data, examining sensitive topics and for facilitating recruitment of geographically diverse participants such as those with rare conditions such as axSpA.[@R33] Participants were interviewed individually to prevent direct influence from their partner.[@R36] Topic guides were generated by identifying the main areas of interest[@R37] and surveying the literature.[@R12] Interview questions were open-ended, asking participants about the impact of axSpA on daily life and partner relationships. Separate yet similar topic guides were devised for the individuals with axSpA and partners (see online [supplementary table 1](#SP1){ref-type="supplementary-material"}).
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Probe questions were used to prompt for further depth where appropriate.[@R38] Interview duration ranged between 25 and 73 min, with interviews audio-recorded and transcribed verbatim. Telephone interviews have been reported to induce greater levels of fatigue in participants compared with face-to-face interviews, with an interview duration of around 30 min considered to be appropriate for a telephone interview.[@R39]

Prior to interviews, participants completed a brief online survey via Qualtrics (an online survey platform) to provide basic demographic information along with informed consent.

Data analysis {#s2d}
-------------

Interview transcripts were prepared in a Word document. All individual interview transcripts were uploaded into NVivo version 11[@R40] (qualitative data analysis software) and analysed using thematic analysis (TA)[@R41] at all stages of the analytical process. This enabled a rich understanding of new data through exploration alongside the incorporation of past research.[@R42] TA is a flexible method which allowed for an inductive approach to coding and analysis of the idiographic focus on dyads' experiences. Braun and Clarke's[@R41] stages of TA, which involved familiarisation, coding, producing, reviewing and labelling themes, were followed iteratively from a descriptive to interpretative analysis.[@R43] Subsequently, accounts of individuals' with axSpA were compared with partner accounts to note similarities and differences.[@R44] A reflexive journal was used throughout data collection and analysis to prevent biased interpretations of the data from previous knowledge of having met patients with axSpA. Analysis was conducted by KR, with themes reviewed by AJ and HF to ensure reliability. The consolidated criteria for reporting qualitative research (COREQ)[@R45] were followed and Yardley's[@R46] criteria for assessing the quality of qualitative research were met. Previous studies were reviewed (sensitivity to context) and Braun and Clarke's[@R42] 15-point guidelines on conducting TA were followed (commitment and rigour). Further, a fit between the research question and choice of TA was ensured (coherence). Finally, knowledge about partner relationships within the context of axSpA was enhanced (impact and importance).

Results {#s3}
=======

The sample comprised nine individuals with axSpA and nine partners. All couples were heterosexual and white British/Scottish, with an age range of 23--65 years. Six individuals with axSpA were female (see [table 1](#T1){ref-type="table"}).

###### 

Participant demographics

  --------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Pseudonym          Gender   Age\      Ethnicity       Employment status   Length of relationship (years)   Live together?   Met before/after diagnosis?   Children
                              (years)                                                                                                                       
  ------------------ -------- --------- --------------- ------------------- -------------------------------- ---------------- ----------------------------- ----------
  Elizabeth\         Female   40        White British   Part time           3.5                              Yes              Before                        Unknown
  (dyad 1 axSpA)                                                                                                                                            

  William\           Male     43        White British   Full time           3.5                              Yes              Before                        Unknown
  (dyad 1 partner)                                                                                                                                          

  Sophie\            Female   29        White British   Full time           2.5                              Yes              After                         No
  (dyad 2 axSpA)                                                                                                                                            

  Steven\            Male     28        White British   Full time           2.5                              Yes              After                         No
  (dyad 2 partner)                                                                                                                                          

  David\             Male     45        Scottish        Full time           25                               Yes              Before                        No
  (dyad 3 axSpA)                                                                                                                                            

  Phoebe\            Female   43        White British   Full time           25                               Yes              Before                        No
  (dyad 3 partner)                                                                                                                                          

  Jack\              Male     43        White British   Full time           17                               Yes              Before                        Yes
  (dyad 4 axSpA)                                                                                                                                            

  Ellie\             Female   36        White British   Full time           17                               Yes              Before                        Yes
  (dyad 4 partner)                                                                                                                                          

  Emily\             Female   58        White British   Self-employed                                        Yes              Before                        Yes
  (dyad 5 axSpA)                                                                                                                                            

  Alexander\         Male     65        White British   Retired             29                               Yes              Before                        Yes
  (dyad 5 partner)                                                                                                                                          

  Tom\               Male     29        White British   Full time           6                                Yes              After                         Yes
  (dyad 6 axSpA)                                                                                                                                            

  Charlotte\         Female   23        White British   Part time           9                                Yes              After                         Yes
  (dyad 6 partner)                                                                                                                                          

  Bethany\           Female   50        White British   Part time           34                               Yes              Before                        Yes
  (dyad 7 axSpA)                                                                                                                                            

  Oliver\            Male     53        White British   Full time           34                               Yes              Before                        Yes
  (dyad 7 partner)                                                                                                                                          

  Rosie\             Female   32        White British   Part time           6                                Yes              Before                        Yes
  (dyad 8 axSpA)                                                                                                                                            

  Harry\             Male     35        White British   Full time           6                                Yes              Before                        Yes
  (dyad 8 partner)                                                                                                                                          

  Jess\              Female   56        White British   Retired             17                               Yes              After                         No
  (dyad 9 axSpA)                                                                                                                                            

  Michael\           Male     54        White British   Full time           17                               Yes              After                         No
  (dyad 9 partner)                                                                                                                                          
  --------------------------------------------------------------------------------------------------------------------------------------------------------------------

Three themes, 'Perceived relational closeness\', 'Playing third wheel to axSpA' and 'Tensions surrounding a carer-type role' were identified. The themes reflect how the dyads' daily lives had been altered by axSpA through restrictions, changes in relationship strength, and altered partnership roles. Verbatim quotes from participants exemplify the findings. Pseudonyms have been used to both ensure confidentiality of participants and explore the idiographic nature of participant experiences.[@R42]

Perceived relational closeness {#s3a}
------------------------------

Managing axSpA within a partner relationship had the potential to either enhance dyadic closeness or place greater distance between individuals. Many dyads reported strengthened relationships as a consequence of overcoming the challenges surrounding the condition. This created the sense of a 'team' within relationships. This feeling of enhanced relationship security and unity was perceived to be superior to other healthy couples. This suggests that through shaping relational interactions, axSpA had the capacity to characterise the relationship as something unique:

> The sort of bond that we have that way has been kind of strengthened or forged because of needing to \[...\] be more supportive emotionally \[...\] we seem as if we show that we care about each other a bit more than your average sort of bloke or woman. Michael (partner)

However, not all partner relationships were cohesive, with the appearance that some partners were pulling against each other. Irritability caused by axSpA symptoms could result in the perception that the other partner did not fully understand their emotions or needs, placing an unwanted division within the relationship:

> Sometimes like I'm not as happy as I could be, if I'm a bit tired, you know, and then maybe they say you take it out on the one's you love don't you so you know sort of like a cycle. I like him giving me hugs and kisses but if I'm being a grump I'm not gonna get 'em am I? Rosie (individual with axSpA)

Intimacy was frequently reduced or lost between partners due to the symptoms of axSpA. William and his partner experienced a challenge of 'not sharing the bed all the time' (William, partner). Further, Alexander explains:

> Sex life vanished quite early on \[...\] and it isn't something which she can deal with, painkillers are not going to deal with that kind of stress on the body. So, when it all became too painful I just sort of quietly agreed that this is something to stop. Alexander (partner)

Alexander felt a strong sense of reluctance about initiating intimate acts, so as not to cause further pain to his partner. His use of the word 'quietly' reveals a sense of submission to axSpA. This suggests that Alexander's decision to stop sexual activity was not a desired scenario and it was not explicitly acknowledged or discussed with his partner, emphasising a degree of suppressed communication surrounding the challenges of axSpA.

In some cases, this sense of distance was more profound. Bethany's spine 'curvature', caused by axSpA, left her feeling unworthy of her partner which caused her to distance herself from him, resulting in a temporary separation:

> I was exhausted I was in a lot of pain, I was tetchy and we did separate for 12 months. And, (partner) did find somebody else he did have an affair, so it's a bit, because I was pushing and pushing away I think because I could not understand why he wanted to be with me anyhow. Bethany (individual with axSpA)

Playing third wheel to axSpA {#s3b}
----------------------------

To varying degrees, all dyads experienced restrictions within their daily lives. Notably, chronic pain and fatigue could limit the functional abilities of individuals with axSpA, reducing their engagement in leisure time with their partners. This suggests that axSpA could act as a third party within the relationship by placing an obstacle within dyads' social time:

> It probably stopped me doing more things with (Ellie) and my kids. (Ellie) takes my son to football at the weekend because she knows I'm not really able to handle sitting or standing around in the cold, things like that. Jack (individual with axSpA)

Making social comparisons to healthy individuals often highlighted dyads' perceived constraints and differences, further emphasising what they were missing out on together as a result of living with axSpA. This reflects a tension between what is desirable and what is possible:

> It's what you want to do and you can't do as much as some of your friends are doing and if some people are going away for like a short weekend or finish work on a Friday then they'll go away \[...\] well (partner's) too tired once he's finished work to go away on a Friday night. Charlotte (partner)

William, contrastingly, perceived a minimal influence of axSpA on his ability to share activities with his partner:

> We can still go out walking for 10miles and things like that so it hasn't really been a major impact on our relationship and the things we want to do together. (William, partner)

The constant nature of axSpA made life appear effortful for many of the dyads, who adopted joint ownership of managing axSpA. The condition often acted as a central feature which their lives subsequently revolved around, sometimes dominating the partner relationship and pulling behaviours towards managing axSpA over tending to the relationship:

> Literally absolutely everything from what we eat, to when we eat, to who does this, to who does that, to when this happens, can it happen? \[...\] everything is sort of gravitated to AS (referring to Ankylosing Spondylitis, a sub-group of axSpA). Harry (partner)

Dyadic life was portrayed as regimented with a need to plan ahead for activities, reducing spontaneity in their everyday lives. Yet, almost contradictorily, a sudden axSpA flare-up could alter plans at any time: 'if he's feeling really bad then he can't go' (Ellie, Partner)

In addition to joint activity restrictions, many partners experienced a pervading sense of helplessness characterised by limited avenues to relieve their partner's symptoms, exacerbated by the unpredictability of axSpA. Use of the phrase 'miracle worker' illustrates an acknowledging sense of powerlessness against the prevailing condition, further highlighting the dominance of axSpA:

> It was a lack of ability to change things which was difficult and it's not that you're looking to be a miracle worker but there aren't even simple things that you could (do) dramatically, the flare-up or change could happen whenever. Oliver (partner)

Despite the ever-present nature of axSpA, some dyads were able to work together to reduce the dominance of the condition on their relationship by making the most out of positive experiences:

> We both count our blessings and I hope that, you know, I guess with anything you don't know what's around the corner as well as what's gonna happen to your body. Jess (Individual with axSpA)

Tensions surrounding a carer-type role {#s3c}
--------------------------------------

Roles within the relationship were typically adjusted to meet the needs of axSpA. For partners this meant adopting a carer-type role. For a number of individuals, this was an explicit identity, whereas for others this involved a more implicit action of undertaking caregiving behaviours. Supporting partners sometimes proved demanding as demonstrated by Harry below:

> She \[wife with axSpA\] needs to also accept that she's not the only sufferer of AS. You know, there's three people \[referring to son too\] in this immediate family and actually all of us are suffering as much if not more than she is. Harry (partner)

The word 'sufferer' emotively portrays a sense of hardship from living with axSpA as a partner, which suggests a sense of resentment towards the condition which acted as an impenetrable barrier within the relationship.

For some partners, the carer role extended beyond providing daily support, progressing towards a protector role by managing mood and disease flare-ups which required constant attention. This sense of responsibility to protect was suggestive of an inequitable relationship at times, with the individuals\' with axSpA perceived as vulnerable:

> I try to keep the mood from falling too far, it's basically a constant it's a constant thing. It shouldn't be and he doesn't ask me to, but I've taken that burden on I think. That's almost my job to make sure he's looking after himself well. Phoebe (partner)

Individuals with axSpA commonly felt guilty relying on their partners, with support focused on the individual with axSpA at the expense of the partners' well-being. In these instances some individuals with axSpA made adjustments to attempt to relieve this burden on their carers:

> He \[partner\] couldn't sleep in bed with me so then it was impacting on him at work so he just goes off and you know sleeps in the spare room and I can wriggle about as much as I like without worrying about disturbing him. Elizabeth (Individual with axSpA)

The notion of dependency for the individuals' with axSpA on their partners was sometimes incompatible with their sense of identity:

> I have to sometimes rely on her, like I mean it's like I shouldn't have to really erm but sometimes I have to \[...\] not a sexist thing, but I'm sort of like the bloke do you know what I mean, so it's like in my head that I'm, I've got to do certain things. Tom (individual with axSpA)

Adopting a carer-role had the capacity to overrule the role of partner, and could result in an element of tension between the individuals' with axSpA seemingly opposing needs for support with managing axSpA and desire to lead a 'normal' life. A line was sometimes crossed where too much help could be offered from partners, contrary to the partners' aims of making life easier for the individuals with axSpA. Sophie desired greater equality within the relationship through demonstrating independence:

> Sometimes he tried to do too much and that I'm, he makes me feel like I'm you know useless and not capable and I need help. And I always say to him (Steven) you're not my carer, if I wanted a carer I would have hired a carer. You're my boyfriend, I want you to be my boyfriend, \[...\] don't try to do everything for me, not let me do stuff myself because you know I want to do those things. Sophie (individual with axSpA)

Self-reliance was also conveyed by the individuals with axSpA through a determination to overcome the physical restrictions of axSpA. This was particularly significant for Emily who desired:

> Empathy. Not sympathy. Sympathy drives me bananas and he knows that. \[...\]. He occasionally gets it wrong, I remember on, one of the recent challenges, \[...\] I started getting ankle pain at 45 k, checked if it at 52, I could see blood under the skin so I knew that I'd torn something in there. And he said right you're going to see a medic, I said right I'm not, you know me better than that. I strapped it up tight and I did finish the challenge. Emily (individual with axSpA)

Discussion {#s4}
==========

This is the first qualitative study to explore the social context of axSpA according to partner dyads, with findings highlighting that couples adopted a joint approach to managing axSpA, which is resonant with the Cognitive Transactional Model of dyadic coping.[@R14] Managing axSpA together as a dyad dominated daily decisions and took precedence over shared activities. Study findings demonstrated how axSpA could influence the perceived closeness between partners and consequently, alter the specific characteristics and function of dyadic roles. Tensions could arise between partners' adoption of a carer-type role and individuals' with axSpA desire for autonomy. In order to demonstrate self-reliance some individuals with axSpA refused help from their partners at times which can be perceived as a dyadic coping strategy of withdrawal.[@R15] Separate strategies may indicate increases in self-efficacy, as opposed to dyadic efficacy.[@R14]

Joint leisure time for dyads was often limited which could highlight dyads' sense of loss and difference to other couples. This restriction extended to a reduction in sexual activity, which is a widely acknowledged issue in the axSpA literature.[@R20] The present study supports and broadens these findings through the inclusion of partner experiences, indicating an element of distance within relationships caused from living with axSpA. Furthermore, consistent with the axSpA literature,[@R19] many dyads expressed how their lives typically revolved around condition management.

Moreover, this study uniquely adds to the axSpA literature by clearly detailing the specific and unique nature of the demands perceived by partners of individuals with axSpA; namely to provide a constant source of support, both emotionally and physically, to their partner with axSpA. Additionally, findings are novel in terms of identifying how overcoming the challenges of axSpA together resulted in dyads perceiving strengthened relationships and enhanced closeness. The use of an idiographic approach to the study of dyadic relationships resulted in new knowledge concerning the specific nature of the challenges faced by couples in the context of living with axSpA and how dyads attempt to manage such challenges. This positive change in relational quality can be understood within the context of dyadic coping. Appraisal of axSpA as a shared experience may have increased dyads' confidence in their ability to effectively work together.[@R14]

Improvements in pain, depression, and marital functioning have been identified in individuals with long-term health conditions, from partner dyadic interventions.[@R48] Couple-based interventions have also identified lessened feelings of caregiver burden and anxiety within spouses.[@R49] Due to the effectiveness of dyadic interventions in other long-term health conditions,[@R48] there is a clear argument for extending partners' involvement and support provision within healthcare consultations. Such changes may reduce the divide between partners' carer-type role and the individuals' with axSpA desire for autonomy, potentially resulting in a reduction in daily life restrictions within dyads.

The study has several limitations. As all couples were heterosexual and White British the experiences may not be applicable to other types of couples. Moreover, all participants in this study had sought support from the axSpA-specific charity through social media, suggesting that participants may have greater perceived support needs and/or a more aggressive disease trajectory than individuals with axSpA who did not make contact with the axSpA charity's social media pages. Additionally, users of the axSpA-specific charity's social media pages may be more inclined to share their experiences than non-users. Nevertheless, social media has been usefully applied as an acceptable recruitment method within health research.[@R51] Telephone interviews usefully facilitated the discussion of a sensitive topic about partner relationships within the context of axSpA, providing rich insight.[@R33] However, it is recognised that visual communication, such as facial expressions, are absent during telephone interviews, which may potentially limit interaction and rapport building.[@R52] Yet, to our knowledge there is no evidence that the quality of data is limited when interviews are conducted via telephone.[@R54] Additionally, this study did not collect data on individuals' medication use and self-reported disease activity. As some treatments can markedly improve symptoms of axSpA, it is important that future research addresses differences in treatment between individuals with axSpA and how this may impact on the quality and nature of their partner relationships. Future research should also examine how a pre-existing relationship becomes affected by the onset of axSpA against a newly formed relationship as they may present important yet differing challenges. Despite these limitations, a key strength of the study concerns its use of qualitative methods to enable an in-depth exploration of partner relationships, thus meeting an important knowledge gap.

In conclusion, as the first qualitative study to adopt a dyadic approach to studying the impact of axSpA on partner relationships, study findings highlighted the importance of adopting an interpersonal approach when treating individuals with axSpA. All dyads experienced difficulty with managing axSpA, from activity restrictions to changes in relational strength and altered relational roles. Specifically, findings identified a need to provide support which meets the needs of both individuals with axSpA and their partners. Information should be provided to educate and prepare partner dyads about axSpA's potential impact on relationships and effective methods of dyadic coping and thought given to more extensively including partners in treatment where appropriate.
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